#RCPCH Progress+

Paediatric training for excellence
What do the RCPCH
Progress+ domains mean
, to children, young people
' and families?
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The voice of children,
young people and families



What does the domain “Professional values and
behaviours” mean to children and young people from
RCPCH &Us?

Don’t be afraid to talk to us about the
future. Don't speak to me just about my

condition but speak to me about my life.

RCPCH &Us Member ,’

don't forget to

Smile! -

Over 200 children, young people and
families told RCPCH &Us what makes the
best paediatrician.

Watch their video:
https://youtu.be/ikKSPt4CnhQ

Children, young people and families
said that professional values and ‘ The best doctor is...
behaviours to them includes
paediatricians who are:

someone who can change your

professional at work feelings of health and can help

open minded

aware of their own actions you on the worst day possible.
respectful

fo“owing “good med|ca| practice” 00 00000000000 OOOONOOSIOEOSIEOOSIEOEOIOEOIEOOEOEOIOEOIOOTOTIO
friendly and approachable RCPCH &Us Voice Bank ,

age appropriate
talking to you not at you
knowledgeable.


https://youtu.be/jkKSPt4CnhQ

What does the domain “Leadership and team working”
mean to children and young people from RCPCH &Us?

Over 200 children, young people and
families told RCPCH &Us that team
working is important for the best
healthcare possible. Watch their video:
https://youtu.be/E3303esR3]s

"Remember to coordinate
between teams with an
awareness of the impact on the
life of the family with a long term
condition having lots of
appointments and tests"

Parent - RCPCH &Us

“Everyone working together when it is time for
transition is important. Having an appointment

with my childrens hospital doctor with the one
from the new adult hospital helps”

Young person - RCPCH &Us

Children, young people and families said
that “leadership and team working” to
them includes paediatricians who are:

* Know who your team is and how to
get in touch with them

* Helping others to understand what is
going on and why

* Includes other people too like schools,
nan's and friends — not all medical
people

* Find the right person who can help
you and get them to see you quickly

* Making me feel confident that you
know what needs to happen next

“My wish for child health is that
children and young people are given
the power and tools to make
decisions that affect their lives. The
only way to know what we want is to
ask us and talk to us”

Young person - RCPCH &Us


https://youtu.be/E3303esR3Js

What does the domain “Research”
mean to children and young people from RCPCH &Us?

(11
ReseOrCh “Paediatricians need to be clear with children
and young people about what research is, what

|mprOV eS will happen and how they can get involved.
. Stop using jargon or words that might mean
Chlld heO”h something different for children and young
people”

Young people - RCPCH &Us ,’

Over 130 children, young people and
families helped to create the Research

&Us Charter to support involvement of Research &Us ¥RCPCH
children and young people in child Infants’, Children’s and &Us
health research. Young People’s Child e e
Watch the video: Health Research Charter
https://youtu.be/xrNGGOHIzyc emombs s shot mes i ard g o
it G ry Sstage an: P Mg 53 m harrm.
and download your full A4 Charter: S ——
mw; help usto underctand and feal mora confident
www.rcpch.ac.uk/cyp-research-charter et ressarch,
S annrt rpq.rmFarnih'.andh pacEle carirg for me;
gha u:trr,nlnundmnd rasaarch procamas, e
zmm.and banefits, ard what it will mean
ngage with ma and my family, listen to cur
el st e,
We asked children and young people i oy sy o
; ; et ey
how they want to get involved in research VU ——
with paediatricians and they said by; e, o respecra v
othars benefit from rassarch.
» Raising awareness of research with diﬁm’%u:éli“:;’g&h
children and young people questions o ideas

slp others by sharing cur stories; tha things
that worked and tha things that didn't

* Encouraging children and young
people to get involved in child health
research from the start

* Developing the research design —from
the question, to choosing how to do the
research and who is involved

* Helping children and young people to
be able to give informed consent

* Helping to do the research and
checking it is doing what it is meant to

be doing ¥RCPCH
&Us

The voice of children,
young people and
families



https://youtu.be/xrNGG9HIzyc
http://www.rcpch.ac.uk/cyp-research-charter

What does the domain “health promotion & illness
prevention” mean to children and young people from
RCPCH &Us?

A bright future

is built on two factors

¥RCPCH &Us

The voloe of chiaren,
young peopie and famities

Young people from RCPCH &Us shared at a national conference key topics that matter to
them to support their positive health and wellbeing. This was then developed into a spoke
word piece to highlight issues of emotional health, climate change and working together to
improve children and young people's health.

Watch the video: https://youtu.be/d8elJDFyowl

Over 1000 children and young people told

RCPCH and partners what they thought We asked children and young people
was important for the next 10 years of the what keeps them healthy, happy and well
NHS. They said: and they said;

How important do you think the following are to make the NHS even

R O s B + Health information which is more
B W & s e s interactive and memorable
e rcoss v s o v o s oo | « Having annual checks for vulnerable
e prsca v [ i groups and introduce health checks in
o o s et e J— secondary school
+ All doctors to have a good
N ——— understanding of how to support good
Eeee———— mental health for children and young
ey R people
| * More education and awareness sessions
e oo oo | S on mental and physical health from a
o i o younger age
* Have more opportunities for parents
Read the report: and patients to talk to each other and
https://www.rcpch.ac.uk/news- get advice/support from people with

events/news/rcpch-children-young-
people-contribute-nhss-10-year-health-

plan

lived experiences of conditions — tips to
prevent crisis



https://youtu.be/d8eIJDFyowI
https://www.rcpch.ac.uk/news-events/news/rcpch-children-young-people-contribute-nhss-10-year-health-plan
https://www.rcpch.ac.uk/news-events/news/rcpch-children-young-people-contribute-nhss-10-year-health-plan
https://www.rcpch.ac.uk/news-events/news/rcpch-children-young-people-contribute-nhss-10-year-health-plan
https://www.rcpch.ac.uk/news-events/news/rcpch-children-young-people-contribute-nhss-10-year-health-plan

What does the domain “patient safety including safe
prescribing” mean to families from Medicines for Children?

%2 Medicines

®
eoe o0
?

<% forChildren
www.medicinesforchildren.org.uk

RCPCH  wellchild® <nppg

- — -

Parents and nurses from the children's
charity WellChild helped to create
instructional videos designed to be an
accurate source of practical information for
parents and carers giving medicines at
home to their child. Watch the videos:
https://www.medicinesforchildren.org.uk/a
dvice-guides/giving-medicines/

We asked 225 parents of children and
young people with complex health needs
what their biggest concerns were in
relation to patient safety and safe
prescribing and they said:

1. Communicating with other carers
and healthcare professionals about
their child’'s medication

2. Remembering which medication to
give and when

3. Their child’'s response to receiving
the medication

4. How to administer the medicine and
how much to give

“Thinking about the last 24 hrs only - how much
time would you estimate you have spent on
providing care for your child/children? »

On average, respondents spent:
17.9 hours providing care, including
3.4 hour administering medicine

How Medicines for Children can help
trainees:

* www.medicinesforchildren.org.uk has
200+ patient information leaflets,
developed by experts in paediatric
medicines.

* The information is written to a reading
age of 12 to be accessible for all

* The leaflets can be viewed online or
printed in clinic to read at home

» Contact us for more information:
medicines.leaflets@rcpch.org.uk

“ What a fabulous resource!
We're five years into complex need
parenting and this has helped us
many a time over the years! ,,

Parent and Medicine for Children user

Medicines for Children mobile app
N

Following calls from parents and carers,
a mobile app is being developed to help
to manage children's medication needs.
The app will enable easier access to
medicines information whenever and
wherever parents need it.

The medicines management app will:

* Provide guidance on how to
administer medicines safely

+ Offer reminders when doses are due

*  Aid communication with professionals

https://www.medicinesforchildren.org.uk
/news/our-new-medicines-
management-app/



https://www.medicinesforchildren.org.uk/advice-guides/giving-medicines/
https://www.medicinesforchildren.org.uk/advice-guides/giving-medicines/
https://www.medicinesforchildren.org.uk/news/our-new-medicines-management-app/
https://www.medicinesforchildren.org.uk/news/our-new-medicines-management-app/
https://www.medicinesforchildren.org.uk/news/our-new-medicines-management-app/
http://www.medicinesforchildren.org.uk/
mailto:medicines.leaflets@rcpch.org.uk

What does the domain “education and training”
mean to children and young people from RCPCH &Us?
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VERY GOOD VERY BAD BAD

Voice in paediatric training

Pilots, workshops and sessions have been taking place to think about what children, young
people and families are looking for in a paediatrician, and how this can be developed into
scenarios, questions and assessments through the career of a paediatrician. Top priority for

children, young people and families is how healthcare workers speak with them and
explain what is going on during their appointments and treatment.

In young people created a learning tool to
help doctors to stay child & young person
focused. This was included in the Facing
the Future: Standards for children in
emergency care:

Us — who is the patient? Talk to Us and not just our parents or carers
Numbers matter - missed oppeortunities to find out more or to actively listen to Us

Disclosure - we want to know who has to know, who needs to know and ask Us who
do | want to know

Environment - is it a child/youth friendly waiting area/ consultation space so that |
feel comfortable to talk with you about what has happened?

Reassure Us that you have listened, heard and acted on what we have said

Signposting — do you know your local child/youth support services? Help Us to get

support once you have gone

Transition - within hospitals / GPs and other services should include Us in the
conversation and planning

Attitude - a smile costs nothing but makes Us feel like we matter

Needs - find out what matters to Us this could be how or where we are treated, who
we want to be with Us

Decisions - need to involve Us. Article 12 from the United Nations Convention on the
Rights of the Child helps Us to have access to best healthcare possible, Article 24.

I N I I I I

We asked children and young people
about training paediatricians and they
said:

Children and young people have to be
involved!

We want to help you to learn as well as
you teaching us about our condition
It's not only doctors that need to learn
new things, we wish that all school staff
understood more about our conditions
like epilepsy and asthma. Maybe
doctors or nurses could visit the
schools?

The most important thing for us is that
doctors are taught how to understand
what | am not saying, especially as a
teenager!

We need all doctors to be taught about
mental health so that if we see them in
the hospital or in A&E or in our school
they know how to help us or who is the
best person that can help quickly



What does the domain “communication”
mean to children and young people from RCPCH &Us?

Feedback resource by young people for young people

Joseph (11) spotted a gap in young people’s knowledge around how to provide feedback on
services and to communicate their concerns, wishes and needs. He created a short video
guide along with a template letter to show young people what to do. You can view both at

www.rcpch.ac.uk/cyp-feedback

Over 1000 children and young people
took part in a survey about the next 10
years of the NHS. They said

“our voices aren’t currently being heard.
Children and young people are
overlooked because we don't have a vote,
and if we are asked our views, it is
selective due to our age, so we don't have
a chance to really add our opinions”

90% of children and young people said
that they wanted to be involved in
working with the NHS to share their views
and ideas.

Young people also shared with RCPCH
&Us that they would like to be seen as
more than their condition when health
professionals work with them.

Listen to the podcasts
https://rcpchandus.libsyn.com/

#RCPCH &Us
Podcasts

We asked children and young people
what good communication with services
means to them and they said:

It needs to be easy to tell you what |
need or what | think

It would be good if we could email or
message you our questions before the
appointment in case we forget or aren't
brave enough to ask

We are the future. Services need us to
be part of them to help them be what
we need and this means you need to
ask us and then do something with
what we say

| want to feel that | understand my
doctor and what he is saying, so that |
don't have to ask mum afterwards
Communication is about building up
trust, it's nice when the doctor knows |
like cadets and asks me at the start. It
makes me feel comfortable.


http://www.rcpch.ac.uk/cyp-feedback
https://rcpchandus.libsyn.com/

What does the domain “patient management”
mean to children and young people from RCPCH &Us?

Feelings you might like to share. You can write or draw on the other side and add your own.
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#RCPCH &Us

The voice of children,
young people and families

Created by children and young people in care in the North West

Patient management for Looked After Children

Children and young people in care are working with RCPCH to develop an understanding
of what patient management and support means to them. Over the course of their project,
they have looked at how appointments should to be tailored to meet their needs, whether
that means using iPads or feelings cards, or using activities to help find them explain what
is wrong and understand a treatment plan. You can find out more about this project in their
presentation at the RCPCH Annual Conference.

We asked young people what they think
creates a good transition process for
young patients between services and they
said:

* Recognise and discuss individual
needs in young people friendly terms
« Look at transition holistically, to

include advice on: social, emotional, ‘You have come to the

educational, geographical, employment,
relationships and physical health

* Adult services to make social
connections and have a long term
relationship with young people,
to provide continuity of care

« Multidisciplinary teams are
important and should meet regularly to
prepare the young person for transition

+ Signpost to local services, resources
and knowledge

* Support young people with
their mental health

doctors today and we would
like to know why. Tell us your
feelings. Don’t keep them

inside. We can get you fixed
up in no time. Just tell us how
you are” »

Children and Young People
Looked After Voices Project, 2019
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Paediatric training for excellence

What does the domain “safeguarding”
mean to children and young people from RCPCH &Us?

Loeok Yenerable

"Don’t miss the chance to
help us and our families

before it gets too bad"

Child - RCPCH &Us

Children aged 10 and 11 in Scotland have been sharing
what the impact of living in poverty has on their physical
health, mental health, wellbeing and aspirations for the
future. They wanted everyone involved in the child’s life
to be part of supporting them to stay healthy and safe &
and to make sure that living in poverty didn't lead to s
things getting worse with deteriorating health, feeling '2
judged or not being able to stay with their families.

8
2
The voices and views of the 90 children that took part are g
informing the work of the State of Child Health 2020
project stream.

We asked children & young people what
they think keeps them safe and they said:

+ Adults that we know and trust to speak

with about things that are going on in "
our lives Doctors need to know that

+ Safe places to go in our local area which sometimes children's hearts
helps us to see friends, do things
together and not be out on the street are broken and we are not

* An environment that is safe, clean, fixed ]
up and doesn’t encourage bad things to always happy
happen

* Not being judged by services or staff —
just because we have a social worker or
need a bit of help doesn’'t make us a bad
person

* To give us access to support when we

need it, so we don't have to wait or be .{RC PCH &Us

worse to qualify for help The voice of children

young people and families

Looked After Child - RCPCH &Us
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Paediatric training for excellence

What does the domain “procedures”
mean to children and young people from RCPCH &Us?
Children, young people and families told

us what helps them when they are being
seen by a doctor:

P \\ . ’
S AN "Remember the things that can’'t be
/’f«,; P \ 2 23 1 seen like anxiety, being scared of
y % Lv ‘Qt/ % - ‘5_ \ needles, having learning disabilities,
kY Sees @ ) being in chronic pain and our feelings.

This might change how we respond to
what you are doing"

Young people- RCPCH &Us

We asked for examples of when doctors
have changed what they are doing to
meet the needs of the patient. Children,
young people and families shared their
experiences:

* Ayoung person with cerebral palsy and
limited speech likes it when they are
talked to directly and when the
consultant emails before with questions
and information

* A child with epilepsy liked it when they

(11 got a copy of the brain scan which was
drawn all over by the doctor to explain
what happens

* Ayoung person said about how the
doctor used easier words and did a

"There needs to be emotional

support for parents, especially drawing to explain what was going to
: happen

when they ha_s been-mec.llc?l * A parent shared how the doctor works

emergency with their child with play specialists to use play,

activities and role play to explain what
will happen with the needle and when
S they have their procedure

Parent - RCPCH &Us

#¥RCPCH &Us

The voice of children,
young people and families



#HResources

Additional links for each domain

Professional values and behaviours

Consultation activities at www.rcpch.ac.uk/recipes-for-engagement

Free module: involving children and young people in QI
https://aicentral.rcpch.ac.uk/resources/involving-children-and-young-
people-in-your-qgi-journey/

Rights matter https://www.rcpch.ac.uk/resources/rights-matter-what-
un-convention-rights-child-means-us

How to write an engagement plan www.rcpch.ac.uk/write-engagement-

plan

Leadership and team working

Involving children and young people in your integrated care system
https://www.rcpch.ac.uk/resources/children-young-peoples-
engagement-your-integrated-care-system-ics

Involving children and young people in leadership and governance
www.rcpch.ac.uk/resources/involving-children-young-people-family-
voice-committees

Research

ADC article “Advancing child health research”
https://adc.bmj.com/content/102/4/299

Guidance on involving children and young people in research
https.//www.rcpch.ac.uk/resources/research-charter-resources

Health promotion and illness prevention

Emoji cards to help speak with children and young people about their
mental health

https://www.rcpch.ac.uk/resources/emoji-card-game
Chatterbox game to talk about staying healthy, happy and well
https.//www.rcpch.ac.uk/resources/chatterbox-game-five-ways-healthy-
wellbeing

Read what is important to children and young people for good health
https://stateofchildhealth.rcpch.ac.uk/voice-matters/

Patient safety including safe prescribing

Medicines for Children flyers for parents and professionals:
https://www.medicinesforchildren.org.uk/resources/
Medicines for Children website:
https://www.medicinesforchildren.org.uk/



https://www.rcpch.ac.uk/recipes-for-engagement
https://qicentral.rcpch.ac.uk/resources/involving-children-and-young-people-in-your-qi-journey/
https://qicentral.rcpch.ac.uk/resources/involving-children-and-young-people-in-your-qi-journey/
https://www.rcpch.ac.uk/resources/rights-matter-what-un-convention-rights-child-means-us
https://www.rcpch.ac.uk/resources/rights-matter-what-un-convention-rights-child-means-us
http://www.rcpch.ac.uk/write-engagement-plan
http://www.rcpch.ac.uk/write-engagement-plan
https://www.rcpch.ac.uk/resources/children-young-peoples-engagement-your-integrated-care-system-ics
https://www.rcpch.ac.uk/resources/children-young-peoples-engagement-your-integrated-care-system-ics
http://www.rcpch.ac.uk/resources/involving-children-young-people-family-voice-committees
http://www.rcpch.ac.uk/resources/involving-children-young-people-family-voice-committees
https://adc.bmj.com/content/102/4/299
https://www.rcpch.ac.uk/resources/research-charter-resources
https://www.rcpch.ac.uk/resources/emoji-card-game
https://www.rcpch.ac.uk/resources/chatterbox-game-five-ways-healthy-wellbeing
https://www.rcpch.ac.uk/resources/chatterbox-game-five-ways-healthy-wellbeing
https://stateofchildhealth.rcpch.ac.uk/voice-matters/
https://www.medicinesforchildren.org.uk/resources/
https://www.medicinesforchildren.org.uk/

#Resources
Additional links for each domain

Education and Training

+ RCPCH Facing the Future: Standards for children in emergency care
settings https.//www.rcpch.ac.uk/resources/facing-future-standards-
children-young-people-emergency-care-settings

* The patients who decide what makes a good doctor (BMJ article
featuring RCPCH &Us)

* https//www.bmj.com/content/361/bmj.k1829

Communication

* Find out what patients & families with epilepsy have said about
communicating with services
https://www.rcpch.ac.uk/resources/epilepsyl2-us-voices-rcpch-us-
network

+ Listen to RCPCH &Us podcasts https://rcpchandus.libsyn.com/

Patient Management
» Transition resources have been published including hopes, wishes and
needs from young people - https://www.rcpch.ac.uk/resources/young-

peoples-experiences-health-transition

* What do children and young people need from the next 10 years of the

NHS? https://www.rcpch.ac.uk/news-events/news/rcpch-children-
voung-people-contribute-nhss-10-year-health-plan

Safeguarding

* Support materials for doctors created by children and young people in
care https;//www.rcpch.ac.uk/being-me

» Rainbow youth supporters information about supporting LGBT+
children and young people in health services
https://www.rcpch.ac.uk/resources/rainbow-health-youth-supporters-

pack-lgbt-health-experiences

Procedures
» Toolkit by parents on hidden health needs
www.rcpch.ac.uk/hiddenhealth

More information, resources, advice and guidance available at
https://www.rcpch.ac.uk/resources/engaging-children-young-people



https://www.rcpch.ac.uk/resources/facing-future-standards-children-young-people-emergency-care-settings
https://www.rcpch.ac.uk/resources/facing-future-standards-children-young-people-emergency-care-settings
https://www.bmj.com/content/361/bmj.k1829
https://www.rcpch.ac.uk/resources/epilepsy12-us-voices-rcpch-us-network
https://www.rcpch.ac.uk/resources/epilepsy12-us-voices-rcpch-us-network
https://rcpchandus.libsyn.com/
https://www.rcpch.ac.uk/resources/young-peoples-experiences-health-transition
https://www.rcpch.ac.uk/resources/young-peoples-experiences-health-transition
https://www.rcpch.ac.uk/news-events/news/rcpch-children-young-people-contribute-nhss-10-year-health-plan
https://www.rcpch.ac.uk/news-events/news/rcpch-children-young-people-contribute-nhss-10-year-health-plan
https://www.rcpch.ac.uk/being-me
https://www.rcpch.ac.uk/resources/rainbow-health-youth-supporters-pack-lgbt-health-experiences
https://www.rcpch.ac.uk/resources/rainbow-health-youth-supporters-pack-lgbt-health-experiences
http://www.rcpch.ac.uk/hiddenhealth
https://www.rcpch.ac.uk/resources/engaging-children-young-people
https://www.rcpch.ac.uk/resources/engaging-children-young-people
https://www.rcpch.ac.uk/resources/engaging-children-young-people
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#Notes

Discuss with my team/peers

Discuss with my supervisor

Domain areas to consult on locally with children and young people
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